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Emuynu npobaemu, cBop3aHu
C enugemMuoA02uyHUme
peaucmpu 3a pegku 6onecmu

Liowka MumeBa-KampargueBa', Pymex CmedaroB'?

! Kamegpa no CouuaAta MeguuuHa u 06wecmBeHo 3gpase,
(Dakyamem no O6wecmBeHo 3gpaBe, MeguuuHcku yHuBepcumem — MAoBguB
2 Pihemumym no pegku 6oaecmu, MAoBguB

Peslome

Llen Ha HacmoAwama nybaukauua e guckycua Bopxy 0CHOBHUME
emuyHu akueHmu, cBbp3aHu CbC Cb3gaBanemo u GyHkuuoHupaHemo Ha
€NUgeMUOAOUYHU peaucmpu 3a pegku 6oaecmu.

MpoyyeHu ca Hay4Hu nybaukauuu 8 gocmbnHama cneyuaausupasa
AUMepamypa, pasaaexkgawu Bbnpocu OMHOCHO emu4HUMeE npobaemu B
obracmma Ha pezucmpume 3a pegku 3aboAaBaHus.

OcHOBHU emuyHU akueHMU N0 OMHOLWEHUE HA pesucmpume ca:

1. Heobxogumocm Om UHGOPMUPAHO Cb2AACUE 32 CoXPAHEHUE,

06bpabomBaHe U 06MEH Ha AUYHU GaHHU Ha NauueHmu;

2. 3ana3BaHe Ha koH(pugeHUUaAOCMmMa N0 OMHOLLEHUE Ha

AUYHAMA UHDOPMAUUS;

3. MpospauHocm Ha gedHocmume B peaucmopa, koHmpoa u

pasnopexgaHe ¢ HaAuyHama uHGopmMauus;

4. cobemBeHocm Bbpxy UHGOPMAUUAMA U aHaAU3ume, HanpaBeHu

Bb3 ocHOBa Ha Hes.

CowecmByBa Heobxogumocm om HopmamuBHU u3uckBaHua 3a
u3noA3BaHe Ha 3gpaBHa uHpopmauua 3a uscregoBamencku ueAu. TakuBa
HopmamuBHU u3uckBaHus mpABBa ga UMa Ha PE2UOHAAHO, HAUUOHAAHO
u eBponedcko HuBo. MeHepupaHa e ugesma 3a cb3gaBaHe Ha kogekc 3a
noBegeHue Ha npegcmaBumeArume Ha Bcuuku 3auHmepecoBaHu cmpau,
koumo ca cBbp3aHu C mMO3u NpOUEC: nauueHmcku opaaHusauuu, Hay-
YHU u3cAegoBameAu, O0m20BOpHUME 32 nNoAUMUYEcCKume peweHus U
npegcmaBumeAume Ha UHgycmpusama.
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pegku boaecmu
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Abstract

The purpose of this publication is discussing on the basic
ethical accents associated with the establishment and functioning of the
epidemiological registries for rare diseases.

Publications dealing with issues related to ethical problems in registries
for rare diseases were explored among the available scientific literature.

Basic ethical accents regarding registers are:

1. the need for informed consent for storage, processing and

exchange of patients’ personal data;

2. confidentiality of personal information;

3. transparency of registry activities, control and disposal of existing

information;

4. ownership of the information and the analyzes made on it.

There is a need for regulations on the health information use for
research purposes. Such regulations should exist on regional, national
and European level. An idea was generated for creating a conduct code
for the representatives of all involved in the process stakeholders: patient
organizations, researchers, policy-makers and industry representatives.

Keywords: ethical problems, epidemiological registries, rare diseases.

KopecnoHgeHuus:
Llonka MumeBa-KampangkueBa
e-mail: miteva@raredis.org

Correspondence:
Tsonka Miteva-Katrandzhieva
e-mail: miteva@raredis.org

MumeBa-KampangxkueBa L, CmedanoB P. Emuyru npobaemu cBvbp3aHu ¢ enugemuonozuyHume pezucmpu 3a pegku 6oaecmu. Pegku 6orecmu u rekapcmBa cupauu 2016;7(1):18-22




CnucaHue ,Pegku 6orecmu u aekapcmBa cupauu”
6pod 1, 2oguHa VI, ISSN 1314-3581

19

http://journal.raredis.org

BvBegeHue
Bogewu emuyHu npuHuunu B  3gpaBeonasBaHemo
ca: yBakeHue koM aBmoHOMHOCMMA Ha  Xopama,
oeHeduuueHmHocm U cnpaBegauBocm. Cov3gameaume U
agMuHUCMpamopume Ha enugemMuoAO2UYHU peaucmpu 3a pegku
borecmu 6u mpAdBaro ga omeoBapAm Ha obwecmBeHume
oyvakBaHus 32 npuAazaHemo Ha mesu npuHuunu ypes onasBaHe
Ha AUYHUME gaHHU U gocmoiHcmMBomo Ha nauueHmume. ToBa bu
MO02A0 ga ce ocbulecmBu Ypes ACHO u akmuBHO komyHukupaHe
C nauueHmume 3a npegnasHume Mepku Cpelly Heomopusupax
gocmbn U u3n0A3BaHe Ha pesucmbpHUME gaHHU.

HayyHo-emuyHume Hopmu mpaA6Ba ga Obgam ACHU,
ga ce ocHoBaBam Ha Bb3mokHocmma 3a paspewataqe Ha
BakeH npobAeM U ga CbyemaBam gocmambyHa CUAQ, MOYHU
kpumepuu 32 nogobop, NOGXogAWO nNOgobpaHu eAeMeHmu om
gaHHU U NpeuusHo gokymMeHmupaHu onepamuBHU npouegypu Uu
Memogoaoauu [1, 2]. EmuyHume Hopmu 3acAzam onepamuBHUmMe
acnekmu Ha peaucmpume, BKAlOYUMEAHO MAXHOMO ynpaBAeHUe,
npo3payHocm NnO  OmHoweHue Ha GBcudku gedHocmu U
cobcmBeHocmmMa Ha gaHHume. YnpaBaeHuemo Ha peaucmbupa
mpA6Ba ga npegcmaBaaBa He CamMo NpuAa2aHeMo Ha ONMUMaAEH
Habop Oom 3HaHUA U yMeHUA, HO ga ompa3ABa u BoaAama Ha
3auHmepecoBaHume cmpaHu, BkAlouumeAHO  nauueHmMume.
MpospayHocmma npegnoAaza NyoAUYHO goCMbnHA UHGOPMAUUA
OMHOCHO ynpaBAeHUEMO Ha peaucmbpa U pabomama ¢ Hezo.
Ta npugaBa kakmo obwecmBeHa, maka U npodecuoHaAHa
gocmoBepHOCM  HA HayyHUMe UEAU HA peaucmbpa, Ha
koH(pugeHuuaAHomo u3noA3BaHe Ha 3gpaBHa uHdopmauusa 3a
HayyHU UeAu, kakmo U Ha pe3yamamume om aHaAusu Bopxy
pesucmbpHu  gaHHu. Hakpamko, npo3payHocmma Ha eguH
peaucmbp neueAu goBepuemo Ha obuwiecmBomo [3].

EmuyHomo 3agbAkeHue 3a MuHuMUu3upaHe Ha Bpegume
BkalouBa naaHupaHe Ha agekBamHu npomekuuu 3a ocuaypsBaHe
Ha kOH(UgeHUUaAHocmma Ha CbgbpXkawama ce 8 peaucmbpa
3gpaBHa uHdopmauus. MaaHupaHemo npegnoaaza npegnpuemare
Ha Qu3udecku, mexHuvecku u agmuHucmpamuBHU npegnasHu
mepku 33 gocmbn U paboma ¢ peaucmbpHUME gaHHU. PegyuupaHe
Ha nomeHuuaaHUMe Bpegu om u3noA3BaHemO Ha 3gpaBHa
UHhOPMAUUA Om peaucmbp € 0c0beHO BakHo, 3awomo Had-
4yecmo uHguBugume, yuAMOo 3gpaBHa uHpopMauusa ce u3noA3Ba
8 peaucmbp, He noAydyaBam npeku u32ogu oM yyacmuemo cu
B Hezo. Llen Ha HacmoAwama nybaukauua e guckycusa Bbpxy
OCHOBHUME emuyHu akueHmu, cBbp3aHu CbC Cb3gaBaHemo u
(yHKUUOHUpaHeMO Ha enugeMuOAO2UYHU peaucmpu B obaacmma
Ha pegkume boaecmu.

Mamepuan u memogu

OcvwecmBeHo e npoyyBaHe Ha gocMbnHama Aumepamypa
8 PubMed, noka3zano 06wo Hag 141 500 3a2raBus Ha nybaukauuu,
BkatouBawu gBama mepMuHa, Uu3NOA3BaHU B aHz2Audckus

e3uk 3a o3HauyaBaHemo Ha peaucmvp — ,registry” u register”.
Hacmoawama nybaukauus ce 6asupa Ha nogbpaHu cpeg max
nybaukauuu, koumo pasaaekgam Bonpocume 3a emuyHume
npodAemu, cBbp3aHu CbC Cob3gaBaHemo u (yHKUUOHUpaHemO
Ha enugemMuOAO2UYHU peaucmpu 3a pegku 3aboaaBaHuA.

Pesyamamu u obcvkgaHe

OcHoBHU emuyHuU akueHmu B obaacmma Ha pezucmpume
3a pegku 6oaecmu ca:

1. N3uckBane 3a indopmuparo Cvanacue u 138ecmaBane

Emuynusgm npunuun 3a yBakeHue kbm aBmoHomHoCcmMmMa
Ha xopama cb3gaBa u ymBobpkgaBa npakmukama 3a HaAuyue
Ha UHHOPMUPAHO Cb2Aacue npu Uu3noA3BaHe Ha 3gpabBHa
UHhOPMAUUA OMHOCHO nauueHmume 3a Uu3cregoBameAcku
ueAu. ToBa BkalouBa cbanacue 3a Cb3gaBaHe Ha pe2ucmbpHO
gocue, CbgbpXkallo gaHHUME Ha nauueHma, 3a u3noA3BaHe Ha
gaHHume B Hez2o, kakmo u cbaaacue 3a noBmopHo usnoa3BaHe
Ha gaHHUMe om agMUHUCMPamOopume Ha peaucmbpa UAU Om
gpyau OmMOopu3upaHu Auua, buA0 MO CbC Cobliama UeA UAU 32
gpyau uscaegoBamencku ueAu.

3awumama Ha koHpugeHuuaaHocmma u ocuzypsaBaHemo
Ha npaBuAHO (OPMYyAUPAHO UH(GOPMUPAHO Cb2Aacue ca
BakHu Bobnpocu npu NpueMaHemo Ha nNauueHMu 3a KAUHUYHU
uscaegBaHusa u BkalouBanemo um 8 peaucmpu [4, 5].

Noz2uyHo Bb3HukBa Bonpocbm npu u3uckBaHe Ha
UHhopMUpaHo cbanacue kakoB ga e 06xBama Ha npegBa-
pumeAHo npegocmaBaHama uHdopmauus Ha nauueHma? [pe-
nopvyBa ce ga Gbgam paskpumu ueama Ha u3caegBaHemo,
oyakBaHume puckoBe u noAsu, cpegcmBama 3a noggobpkaHe
Ha KoHpugeHuuaaHocm. Ha Auuama caegBa ga ce npegocmata
u360p N0 OMHOWeHuUe Ha Buga Ha Hay4YHUMe u3caegBaHus, koumo
Mo2am ga ce u3BopwBam, gocmbn go gaHHUME UAU MAXHOMO
cnogeAsHe 3a nocAegBauwio npoyuBane, 3a npogoAkumeAaHocmma
Ha CobXxpaHeHue, kakmo u 3a npaBomo Ha nauueHmume ga
0mmMme2AAM gaHHUMe cu om peaucmbpa. Kozamo ce pabomu
CbC CouwecmByBau, Habop om gaHHU om u3cAegoBameAume 6Gu
mpA6Bano ga ce usuckBa noBmopHo cBbp3BaHe ¢ nauueHMume,
32 ga noAyyam msaxHomo cb2Aacue 3a HoBu npoyyBaHus. Ako
moBa e HeBb3MOXKHO UAU HenpuAokumo Ha npakmuka, 3a no-
HamamblWHOMO U3N0A36aHe Ha gaHHUMe 3a HoBu u3caegBaHus
ce usuckBa cvaracuemo Ha cbomBemHa emuyHa komucus.

B noBeyemo meXgyHapogHU U HAUUOHAAHU 3aKOHO-
gameacmBa u npomokoAu Ce cyuma, Ye Auuama mpacBa ga
umam abcoatomHomo npaBo Ha u3bop 3a npegocmaBAHe UAU
He Ha uHpopmauun, kakmo u npaBomo ga npegomBpamam
npegaBaHemo Ha CbXpaHeHUMe UM gaHHU Ha mpema CmpaHa,
3a kakBamo u ga e uen [6, 7, 8, 9].

CBemoBHama 3gpaBHa opaaHu3auua npegaaza HaAuyue Ha
06W0 UHPOPMUPAHO CbaAacue, koemo e N03BoAU U3N0A3BaHEMO
Ha QgaHHU 3a u3cAegBaHus kamo uano, BkalouumeaHo u 3a
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B Obgewe, kamo ce u3bAzBa ckonocmpyBawus noBmopeH
koHmakm npegu Bceku HOB npoekm 3a Hay4HU u3cAegBaHus.

Mpes 1991 2. CvBembm Ha EBpona npegraza B
CmaHgapmHume go2080pu 32 HayyHu u3cAegBaHus ga uma
kaaysa, cnopeg koamo cnogeAaHemo Ha UHGopMauus 3a npaBama
Ha nNauueHMumMe U pasnpocmpaHeHuemo Ha Mamepuaau 3a max
ga 6bge 3agorkumeaHo. Mpe3 1997 2. cbwama uHcmumMyuus
€ npueAa npenopbka 3a 3awuma Ha MeguuuHcku gasHu, koamo
npegBukga, ye makuBa gaHHU Mo2am ga bbgam u3noA3BaHu
om npodecuoHaaucmu B cpepama Ha 3gpaBeonasBaHemo 3a
MeguuuHcku uscaegBaHus, B8 cayyad ye ob6ekmbm Ha gaHHUME
e UHpopmupaH 3a masu BbamoXkHoCM U He ce e Bb3npomuBuA.

Cvenacuemo mpabBa ga BkalouBa cowo u uHcmpykuuu
no kakoB HayuH mo MoXe ga Obge omka3aHo BoB Bceku
eguH momeHm. KoHdAukmuU Ha uHmepecu moz2am ga goBegam
go okasBaHe Ha HenpaBomepHo BAusHue Bbpxy nauueHmu u
komnpomemupaHe Ha go6poBoaHomo yyacmue. Cbaracuemo
mpAbBa ga ce gaBa cBobogHo, 6e3 ga ce ynpakHaABa kakoBmo
U ga 6urno Hamuck uAau gpyea (dopma Ha ybexkgaBaHe u
ga e Bv3 ocHoBa Ha uHpopmauusma, npegocmaBaHa om
cneuuaAudupaHus nepcoHan. Ako cbeaacuemo 6bge 0MmEe2AeHO,
gaHHUMe He Mo2am ga 6bgam u3noA3BaHu noBeye. IHdopmauus
U cvanacue mpAdBa ga ce npegocmaBam 6 nucmeH Bug, kamo
3a yA3Bumu nauueHmu e Heobxogumo ga ce npegBugam
cneuuaaHu npomekuuu, ocHoBaBawu Ce Ha emUuYHUA NPUHUUN
3a beHeduuueHmHocm [10, 11].

MpegBapumeAHO CobbpaHU aHOHUMHU gaHHU, koumo ca
Heobpamumo aHOHUMU3UPaHU, Mo2am ga ce u3noA3Bam 3a
UeAU, pasAuYHU om nopBoHavaaHo npegBugeHume. PeweHuemo
3a Heobpamumo npemaxBaHe Ha ugeHmugukamopume kom
Habopume om gaHHU 06aye u3uckBa BHUMAMEAHO 0OMUCAAHE.
MoAsama om HecBbp3aHu aHOHUMU3UPAHU gaHHU ce u3passBa
8 moBa, ye ce 2apaHmupa abcoalomHa koH@ugeHuuaaHocm,
kamo gaHHUmMe mo2am ga Gbgam u3noA3BaHu u 3a cAegBauiu
npoyyBaHua. 3ana3BaHemo Ha ugeHmudukamopume o0bave,
makap u ga usuckBa nocaegBawo Cb2aacue Ha cybekma,
ocuz2ypaBa no-edekmuBHO 6uoMeguUUHCKO npocaegABaHe U
BwamoxkHocm 3a HOB koHmakm coc cybekma.

Mauuesmckume opeaHusauuu (UAU  nauueHmu, npu
AUNCa Ha nauueHmcka opeaaHusauus) caegBa ga yuyacmBam
B u32omBaHemo Ha (GopmyAdpa 3a cbeAacue u B npoueca Ha
He2080mo ycbBobpweHcmBaHe, 3a ga ce NoCMu2He ONMUMaAHO
pas3bupaxe Ha npegocmaBeHama uHGopmauus.

2. KoHdugeHuuanHocm

3noA3Banemo Ha ugeHmudukauuoHHa uHdopmauua 3a
nauueHmume 3a uscaegoBameacku ueau nogaeXku Ha npaBHa
pearnameHmauusa 8 MH020 gobpXkaBu. VMgeHmuduuupyemocmma
Ha nauueHma 6uBa npska u kocBeHa. OcobeHo B8 chepama Ha
pegkume 3ab0AABaHUA nNauueHM CbC CneuuduyHa guazHo3a,
kuByw, B8 onpegeAeHO MACMO, AeCHO MOXe ga bbge OnpegeAeH

kamo eguHcmBeH, koemo yAecHABa ugeHmMuuuupaHemo my U

HapywaBaHe npaBomo My 3a KoHpugeHuuaaHocm.

TepmuHu, koumo ca cBvp3adu ¢ koHpugeHuuaaHocmma
ca ,paskpuBane” u ,noBepumeaHocm®. Tepmurom ,paskpuBaqe”
03HauaBa nybaukyBaHemo, npexBbpAaHemo, gocmbnbm o,
UAU u3gaBaHe no kakeBmo U ga e gpy2 HavuH Ha uHdopmMauus
u3BbH pamkume Ha Op2aHu3auuoHHama cmpykmypa, koamo
cbxpaHABa masu uHdopmauud. PaskpuBaHe Ha camoAUYHOCM
e Haauue mozaBa, kozamo usmoyHukbm Ha gaHHume cmaBa
u3BecmeH ype3 camomo nyoAukyBaHe Ha gaHHUMe.

13caegoBameAaume usnoA3Bam onpegeAeHu Memogu He ¢
ueA ga npegomBpamam paskpuBaHe, a 3a ga 0zpaHu4am uAu ga
koHmpoaupam ecmecmBomo Ha paskpuBaHemo. Tesu mMemogu
ca usBecmuu kamo mMemogu 3a oz2paHuyaBaHe Ha paskpuBaHe

Ha UHpopmMauuama.

B wupok cmucba, koHdugeHuuaAHocmma ce omHacsa go
kauecmBomo uAu ycAoBuAama Ha 3awiuma Ha cmamucmuyecka
UHhOpMauuA C ueA ga He ce gonycka npexBobpAaHemo Ha masu
UHGopmauua KoM HeynbAHOMOWEHO Auue. Cnopeg gpyea
meopus, npousxoXkgawa om cneuuaaHume B3auMoOMHOWeEHUA
mexXgy Aekap u nauueHm, koHdugeHuuaaHocmma ce cBexga
go emuyHomo, lopuguuecko u npodecuoHarHo 3agbAkeHue
Ha Aekapume ga yBakaBam AuvHUME uHMEpecu Ha cBoume
nauuesmu [3, 12, 13, 14].

CowecmByBam Hsakoako Buga npakmuku 3a ocuaypaBaHe
Ha KOH(UgeHUUaAHOCM Ha HUBO omgeAeH uHguBug:

° ypes3 ,02paHuYeHa UAU HegocmambyHa UHdopmauua’, m.e.
02paHuYeHus Ha koauyecmBomo uAu dopmama Ha onoBec-
msaBaHume gaHHU. TepMuHbm NOBEPUMEAHOCM CE U3NOA3-
Ba 3a 3awumeHa 3gpaBHa uHpopmauus, no-koHkpemHo go
no3BoAeHO U3NOA3BaHe U paskpuBaHe Ha UHGUBUQYaAHO
ugeHmuduuupyema 3gpaBHa uHpopmauus. [paBuromo 3a
noBepumeAHocMMa onpegead Ha ko20 nasumeaam Ha 3aulu-
meHa 3gpaBHa uHGopmauua MoXke ga npegage masu uHpop-
Mauua u npu kakBu ycaoBuda. To ycmanoBd6a mpu 0CHOBHU
koHuenuuu 3a 3gpaBHama uHpopMauusd: ugeHmuduuupyemu
gaHHU; gaHHU, Ha koumo AuncBam onpegeAreHU npeku ugeH-
mu@ukamopu, u3BecmHu owe kamo oz2paHuveH Habop om
gaHHU; U HeugeHmuduuupaHu gaHHu. Peaucmpume Hai-yec-
Mo npugobuBam ugeHMudUUUPYEMU gaHHU U Mo2am camu ga
cbcmaBam gpyaume gBe kameaopuu gaHHuU.

* ypes ,02paHuUYeH” gocmbn, m.e. 02paHUYEHUE HA gocmbna go
camama UHpopmauus.

1138ecmHu ca gBe 0CHOBHU (hopMU Ha 02paHUYeH gocmbn.
[MopBama e upe3 AuueH3upaHe, npu koemo noA3BameAaume ca
3akoH0B0 068vp3aHu ¢ ycAoBue ga He u3noA3Bam gaHHU 3a
peugeHmuduuupade. AuugHsupawusm nogxog no3BoaaBa Ha
noAsBameaume ga npexBopAdam gaHHU kbM Mecmama, Ha koumo
padomam, kakmo u ga u3noa3Bam codmyep no cBou us6op.
Bmopusam nogxog ce ualocmpupa om ueHmpoBe 3a uscaegBane
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Ha gaHHU U CbpBbpu 3a gUCMAHUUOHEH aHaAu3, koumo ugeliHo

Ca CXOQHU C ueHmpoBeme 3a gaHHU: noA3BameAume, a noHakoza

U aHaAusume, ce oueHaBam npegBapumeAHo. Pesyamamume ce

PeUgH3Upam u 4ecmo AUMUMUPAm, 3a ga Ce o0zpaHuyu pucka

om paskpuBaHe.

KnlouoBo npegu3BukameacmBo e baraHcupaHemo mexgy
nompebHOCMUME Ha nauueHmu, uscaegoBameAu, Ae4UMeAU U
pesucmpu nNpu ocu2ypABaHemo Ha 3auiuma Ha AUYHUME gaHHU
U CbweBpeMeHHO onmMuMU3UpaHe Ha NOA3UME Ha peaucmpume
3a Haykama. Hsakou peaucmpu u3noA3Bam MHOXecmGBo
HaYUHU 32 3auluma Ha AuyHUMe gaHHu B omaoBop Ha moBa
npegu3Bukameacm6o:

e 0byyaBam nauueHmume cu: u3noA3Bam nacuBHu memogu
(Hanp. yebcalimoBe u Gpowypu, gocmbnHU B yakaaHume).
Npyau akmuBHo yBegomaABam uHguBugume, 4ye UHpopmauus
32 MexHUMe guagHo3U € u3npameHa go peaucmbpa U Ye us-
cAegoBameau mo2am ga ce cBbpxkam ¢ msx.

* BkalouBam AekyBawume Aekapu: Hakou pezucmpu usuckBam

Aekapcko paspelueHue npegu uscaegoBameAume ga yemado-

Bam koHmakm ¢ nauueHmume, a Auncama Ha omz20Bop ce

cyuma 3a MbaYaauB omkas. [Ipyau nok usuckBam camo yBe-

gomsBaHe Ha Aekaps, 3a ga naaHupam koHmakm ¢ nauueHma,
kamo Auncama Ha omzoBop ce Bb3npuema 3a MoA4aAuBo
cbanacue.

uHuuuupam koHmakm ¢ nauueHma: cAeg kamo nomeHuuan-

HUME y4yaCmHUUU NOAyyam npegBapumeAHO NUCMO 3a ga-

geHo u3caegBaHe, Hakou peaucmpu uduckBam usbupameneH

nogxog, npu kodmo uscaegoBameAaume omaoBapsm camo Ha

OHEe3U nauueHmu, koumo ca 3aaBuAu uHmMEpec (Hanp. upes

usnpawade Ha yBegomumeAHo nucmo). Hakou aekapu nos-

BoaaBam Ha u3caegoBameaume ga ce cBopkam ¢ Bcuuku

nauueHmu, ¢ uskatoueHue Ha oHesu, koumo omkakam no-Ha-

mambuieH koimakm [15-16].

3. Mpo3paunocm, koHmpon u pasnopexgane
Mpo3payHocmma npugaBa yBepeHocm Ha 06LwecmBeHo

U npodecuoHaAHo HuBo B HayyHama noymeHocm u B

3akoHHocmma Ha  peaucmpauuama. Cv3gameAaume  Ha

pesucmbpa nocmuzam npo3pavHocm 4pes3 npegocmaBaHe Ha
gocmounHa 3a Bcuuku 3auHmepecoBaHu cmpaHu uHpopmauus

OMHOCHO UEAUME Ha peaucmbpa, HayuHa Ha ynpaBaeHue

My, kpumepuume 3a BkalouBane u uskalouBaHe Ha cAayyau 6

peaucmbpa, Cmpame2uume U U3MOYHUUUME 3a HabupaHe Ha

uHpopmauua, memogukama 3a npoBepaBave Ha kasecmBomo

Ha nocmbnuAama uHdopmauus, obwua onepamuBeH NPOMOokoa

U U3MOYHUUUME Ha GUHAHCUpaHe.

Bb3amoxkHume ynpaBaexcku cmpykmypu Bapupam 6
wupoku 2paHuuu B8 3aBucumocm om npoekma. Co3gameAam
Ha peaucmbpa MoXe ga bbge eguHcmBeHuam, kodmo B3uma
pelweHuAma, Ho 06ukHOoBeHO uma ynpaBumeneH CoBem,
BkatouBawl Bcuuku 3auHmepecoBaHu cmpaHu: gocmaBuuuume

Ha QaHHU, nauueHmckume oOp2aHusauuu, ¢uHaHcupawama
cmpykmypa,  npogecuoHaaucmume,  koumo  pokoBogam
nauueHmckus peaucmbp. XKerameAHO € HasHavyaBaHemo Ha
HesaBucum koHcyamamuBeH cbBem, kodmo ga koHmpoaupa
gelicmBuAma no pe2ucmbpa, 0CODEHO NO OMHOWEHUE Ha
HayyHama He3aBucumocm.

YnpaBaaBawama cmpykmypa mpsa6Ba ga koHmpoaupa
npegnpuemaHemo Ha Mepku, koumo ga 2apaHmupam
mpaliHa Ccu2ypHocm Ha 0aszama gaHHU He3aBucumo om
obcmosmeacmBama.

4. CobcmBeHocm

Cnopeg bpumaHcka pabomHa 2pyna 3a CbxpaHABaHe
Ha UHdOpMauusa 3a uscregoBameAcku UeAU Ha MeguuuHckus
coBem 3a HayyHu u3cAegBaHus QuHAHCUpAWUAM Op2aH Ha
peaucmopa 3ana3Ba coocmBeHocmma Bopxy UHGOpPMauuAma,
a uscAegoBameasm Cce onpegead  kamo nOnevyumeA  Ha
uHdopmauuama, oma0BopeH 3a koHmpoaa Ha gocmbn U
2apaHmupaw, Ye CmaHgapmume 3a noBepumeAaHocm ce
noggopXkam.

pes 1998 2., ucAaHgckuam HaAUUOHAAEH napAamveHm
npuema 3akoH, HapeyeH 3akoH 3a 6a3a gaHHu B cekmop
3gpaBeonasBaxe, kodmo y3akoHABa npaBomo Ha MuHuUCMbPa
Ha 3gpaBeonasBaHemo ga npegocmaBu AUUEH3 Ha yvacmHa
komnaHua 3a Uu32pakgaHe Ha eaekmpoHHa 0asa gaHHU,
CbgbpXkawa nogbpaHu u kogupaHu gaHHU om apxuBume
Ha 3gpaBeonasBaHemo B cmpaHama. basama gaHHu uma
3a Uen ga ce yBeauyam 3HaHUAMA, C UEA NogobpABaHe Ha
3gpaBeonasBaHemo u 3gpaBHume ycayeu. Lleama e gokamo
gaHHUme B peaucmpume ce nAaawam C NyoAudHU cpegcmBa,
me ga He ca cO6CMBEHOCM HA YaCMHU AuUA UAU UHCMUMyuuu
U ga ce usnoa3Bam B noasa Ha obwecmBomo [7].

MoHsmuemo ,cobcmBeHocm® He € nogxogawo no
OMHOWweHue Ha 3gpaBuama uHdopmauus, mvld kamo mo
He omuyuma geaa Ha nauueHmckume madHu B 3gpaBHama
uHpopmauua. TMo-ckopo, moyHuam npaBeH mepMuH e
noneyumeAacmBo. [loneyumeaume umam 3akoHoBu npaBa
u omeoBopHocmu, cpeg koumo ga nasam madHume
u gocmodHcmBomo Ha Bceku nauuesm. OcBeH moBa,
noneyumeAacmBomo MoXe ga ce npexBopAd 0m eguH noneyumea
Ha gpye, koemo e 0COBEHO yMECMHO 3a nauueHmckume
peaucmpu, koumo ca gbA20CPOYHU Npoekmu.

CowecmByBa U MHEHUemoO, 4Ye CnopasyMeHua 3a
pasnopexgaHe ¢ UH(OpPMAUUA U gocmbn go HeA bu mpAGBano
ga ce onpegeAam Oom go2080pu Ha MHO20CMpaHHa 0CHOBa, a
He ga ce peayaupam om 3akoHogameacmBomo [8, 14, 17-18].
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